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Foreword 



There are more than two million people living with cancer in the UK today, 
but not all of them are living well. Cancer and its treatment often leaves a 
gruelling physical and mental legacy for many years afterwards. It begs the 
question - do we really understand the true cost of being cured? 




In recent years Macmillan Cancer 
Support has been revealing the 
changing nature of cancer with startling 
milestone figures. In 2011, we showed 
that more than four in 10 of us would 
get cancer. In 2012, our research found 
that the number of people living with 
cancer would double to four million 
over the next 20 years. And in 2013, 
we highlighted that by 2020, while 
almost one in two people will get 
cancer in their lifetime, almost four 
in 10 of those will not die from it. 

While it is clearly good news that more 
people are surviving cancer, progress 
can be a double-edged sword. Cured 
- but at what cost? reveals another vital 
aspect of the changing cancer story. 
At least one in four of those living with 
cancer - around 500,000 people in 
the UK - face poor health or disability 
after cancer treatment. 

Many cancer patients will complete 
their primary treatment and return, 
more or less, to the same level of 
health and wellbeing that they enjoyed 
before their diagnosis. But a significant 
proportion will experience a wide range 
of distressing long-term problems, 
such as bowel or urinary incontinence, 
crippling fatigue or sexual difficulties. 
Some will face an increased risk of 



heart or bone problems, or a second 
cancer. And the consequences of 
cancer and its treatment can affect 
much more than just a person's 
physical or mental health. Some 
patients become isolated from friends 
or family, or are unable to continue 
working, causing financial difficulties 
as well as further isolation. For these 
patients, a cure comes with a heavy 
and often unexpected cost. 

Of course, it is not just those given an 
'all-clear' who are affected. Many of 
the two million living with cancer today 
are still undergoing primary treatment, 
or are living with incurable disease. 
We are not focusing on the acute 
side-effects of treatment in this report, 
or on end-of-life needs, but we do 
not forget the additional burden they 
represent. Nor is this an issue restricted 
to older patients in poor health: a high 
proportion of those who were treated 
for cancer as children or young adults 
can face the long-term consequences 
of treatment, such as heart problems 
or second cancers, for the rest of their 
adult life. 
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Some may be alarmed by the sheer 
scale of the problem, but this too 
is a double-edged sword. It sounds 
daunting, but it shows the Government 
and the NHS that we must take action, 
particularly if we are to cope with the 
increased demand for services. Many 
healthcare professionals underestimate 
the long-term consequences of cancer 
and its treatment, and some can feel 
uncomfortable talking about something 
for which they may feel partly 
responsible. We must overcome this. 
Revealing the scale of the problem also 
shows people experiencing these issues 
that they are not alone and I hope will 
encourage them to seek information 
and support. The current low profile 
of long-term consequences of cancer 
and its treatment means some of those 
affected are reluctant to report them, 
particularly if they feel grateful 
to be free of cancer. 

With more and more people living 
after cancer treatment, this issue is 
only going to get bigger. We need 
action from health professionals, 
commissioners and policy makers 
to ensure that up-to-date treatment 



and evidence-based services are 
available to prevent unnecessary 
disability. All patients should already 
receive information about potential 
long-term consequences before and 
after treatment, but they should also be 
given a holistic needs assessment, care 
plan and treatment summary once it 
is complete. This should include clear 
information about potential long-term 
effects for GPs, so they in turn can 
carry out proactive cancer care reviews. 
Local and national commissioners must 
ensure good care is available for all 
and specialist services are provided 
for those in particular need. Most 
importantly, patients should feel able 
to ask for help if they are experiencing 
any physical or emotional issues 
after treatment. 

It is good that we are curing more 
people of cancer. But we have to 
recognise 'not dying' is not the 
same as 'being well'. No one should 
face the often severe long-term effects 
of cancer alone. And if we can gather 
better evidence and build more 
responsive services, no one will. 



Ciartin Devane 
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Executive summary 



• The impact of having cancer 
does not always end when 
treatment finishes. 

• At least 500,000 people in the UK 
are facing poor health or disability 
after treatment for cancer 1 - 
approximately one in four (25%) 

of those who have been diagnosed 
with cancer at some point in 
their lives. 

• The long-term consequences of 
cancer and its treatment include 
both physical and mental effects, 
such as chronic fatigue, sexual 
difficulties, mental health problems, 
pain, urinary and gastrointestinal 
problems, and lymphoedema 
(persistent tissue swelling caused 
by fluid retention). 

• Many of these problems can persist 
for at least 10 years after treatment 2 
and can be significantly worse 

than those experienced bypeople 
without cancer. 

• Certain treatments for cancer 
also increase the risk of other 
serious long-term conditions such 
as heart disease, osteoporosis 

or a second cancer 3,4,5 . 



• The impact of cancer and its 
treatment affects much more 
than just health and wellbeing. 
The wider implications include 
social isolation, financial worries 
caused by disruption to work, 
and the potential impact on 
education and future prospects 
for those who are treated for 
cancer as children or young adults. 

• Some consequences of cancer 
and its treatment can be reduced 
with simple interventions, while 
more complex issues will require 
specialist services. 

• Ways to improve the lives of those 
affected by the consequences of 
cancer and its treatment include 
the National Cancer Survivorship 
Initiative (NCSI) Recovery Package, 
specialist late-effects services 
and helplines, physical activity 
programmes, improved patient 
information, public toilet access 
schemes, and improved data 
collection, coding and research. 

• Patients should recognise that 
they are not alone if they are 
experiencing long-term effects 
following treatment, and speak 
to their healthcare team for 
advice and support. 
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Long-term consequences 
of cancer and its treatment 

Each year, around 325,000 people are diagnosed with cancer in the UK 6 . 
The majority will receive treatment with surgery, radiotherapy, chemotherapy 
or other treatments, either alone or in combination. 



For many patients, treatment is 
very successful. Around half of those 
diagnosed with cancer today will live 
for at least 10 years after diagnosis. 
For some cancers, such as melanoma 
and testicular cancer, the figure is 
higher than four in five 7 . More than 
one in three people who have had 
cancer (35%) will now ultimately die 
from another cause, increasing to 38% 
by 2020 8 . But for many people, the 
impact of having cancer does not 
end after their treatment finishes. 

No current cancer treatment can avoid 
damaging healthy cells to some extent, 
and this damage may lead to long-term 
physical and mental consequences. 
While researchers aim to develop 
new treatments that can better target 
cancerous cells, new therapies do not 
always achieve any significant reduction 
in the overall prevalence of long-term 
consequences 9,10 . It is highly unlikely 
we will be able to eliminate the risks 
associated with having treatment in 
our lifetimes. And every year more 
and more people are being diagnosed 
with cancer and potentially exposed 
to the long-term effects of the disease 
and its treatment. 



Despite the severity of this issue, until 
now we have had little understanding 
of just how many people are affected 
and in what ways. Now, for the first 
time, Macmillan has used the best 
information available to estimate the 
extent of the long-term consequences 
of cancer and its treatment among 
people living with cancer in the UK. 
We present the key findings on the 
next page, and examine the issue in 
more depth for health professionals, 
commissioners and researchers in 
our publication Throwing light on 
the consequences of cancer and 
its treatment. 
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Prevalence of long- 
term consequences 



w w w w w 

TTTTT 

At least 500,000 people in the UK 
are facing poor health or disability 
after treatment for cancer - 
approximately one in four (25%) of 
those who have been diagnosed with 
cancer at some point in their lives 11 . 



The long-term consequences of 
cancer and its treatment include both 
physical and psychological effects. 
Using published data combined with 
expert opinion, we estimate 12 that: 

o 



TTT* 



At least 350,000 people living with 
and beyond cancer are experiencing 
chronic fatigue 13 

o 



Iff* 

Around 350,000 are having 
sexual difficulties 14 

• • o 

Tfff 

Around 240,000 are living with 
mental health problems, which can 
include moderate to severe anxiety 
or depression, and post-traumatic 
stress disorder (PTSD) 15 



TT 



At least 200,000 are living 
with moderate to severe pain 
after curative treatment 16 



• o 



Around 150,000 are affected 
by urinary problems such 
as incontinence 17 



T 



Around 90,000 are experiencing 
gastrointestinal problems, including 
faecal incontinence, diarrhoea 
and bleeding 18 

o 



f 



Up to 63,000 are experiencing 
lymphoedema (persistent tissue 
swelling caused by fluid retention, 
usually in the arms or legs) 19 

These problems may only emerge 
months after treatment, and some 
can persist for at least 10 years 20 . 
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100,000 people 
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Comparison of people living with 
cancer and healthy people 



Research suggests people who have 
had cancer and do not have any other 
chronic conditions are more likely to 
experience health problems than those 
without cancer. 




Find vigorous activities very difficult 
or impossible 




33% 17% 



Have only average or poor health 



9% 





4% 







Visited a healthcare professional 
10 times or more in the last year 21 



= People who have had cancer 



People who have not 
had cancer 



Examples of long-term consequences 
of cancer and its treatment 



Body image issues 



Mental health problems 



Swallowing/speech problems 



Lymphoedema 
and osteoporosis 




Persistent hair loss 



Other common long-term 
consequences include: 

• Fatigue 

• Pain 

• Social and 
financial difficulties 



Heart disease 



Nausea, vomiting 



Urinary or bowel incontinence 



Sexual difficulties 
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Fatigue 

Fatigue related to cancer and its 
treatment can make even simple tasks 
feel exhausting, and it isn't usually 
improved by a good night's sleep. 
Everyday activities such as brushing 
hair, showering or cooking can seem 
impossible. At its worst, fatigue can 
leave people bedridden. As many as 
three in four (75%) people living with 
cancer feel fatigued at some point 22 . 
In a national survey of people living 
with breast, colorectal or prostate 
cancer or non-Hodgkin's lymphoma, 
more than four in 10 (43%) of those 
diagnosed up to five years previously 
reported always feeling tired 23 . Fatigue 
is particularly common in the year 
following cancer treatment. 



Sexual difficulties 

Cancer treatment can make it physically 
and psychologically difficult to have 
sex, or leave people with reduced 
confidence or a poor body image. 




In one study, half of men (53%) 
and a quarter of women (24%) who 
received radiotherapy to their pelvic 
area report issues with maintaining 
a sexual relationship, with the effects 
persisting up to at least 11 years 
after treatment 27 . 

Around six in 10 men (58%) diagnosed 
with prostate cancer up to five years 
previously are unable to have a full 
sex life as they are completely unable 
to get an erection, with a further 11% 
reporting difficulties with having or 
maintaining an erection 28 . 



'I [don't] have the energy for [my] 
day-to-day lifestyle. Pre-cancer 
people seem to live life in the fast 
lane, whilst you feel as if you are 
on the outside looking in.' 
Woman living with breast 
cancer, five years after J 
diagnosis 24 A 



Although fatigue affects a large number 
of people after cancer treatment, 
there are simple interventions that 
can reduce its impact. For example, 
a recent in-depth review of 22 studies 
shows aerobic exercise, such as walking 
or cycling, can significantly reduce 
fatigue 25 . Other research has shown 
that cognitive behavioural therapy 
that involves increasing activity in a 
planned, incremental way can help 
fatigue 26 . The next section of this report 
discusses more ways to improve the 
lives of those affected by this issue. 



'After I was diagnosed with 
womb cancer in 2011, I found 
it exceptionally difficult to get 
information on how the treatment 
might affect my future sexual 
relationships. I experienced a 
range of side effects from pelvic 
radiotherapy, including hot flushes 
and premature menopause, and 
for several months afterwards 
I wasn't able to have an orgasm. 
Before I was diagnosed I felt 
comfortable talking about sex, 
but having cancer changed 
that. I found it a very isolating 
experience.' 
Vanessa, 42, 
south-west England 
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'People need to realise that after ^ 
all your cancer treatment your 
mind plays tricks on you. I have 
honestly been to hell and back. 
It is after your treatment that you 
need care. I feel totally alone.' 
Woman living with 
depression, two years after 
being diagnosed with non- 
Hodgkin's lymphoma 31 



Depending on the issues involved, 
there are several ways people living 
with cancer and their partners can 
help themselves cope with sexual 
difficulties. GPs and other health 
professionals can also help, and 
Macmillan offers support and advice 
to people living with cancer and their 
partners on these issues. For example, 
we provide practical advice on the 
Coping with sexual difficulties section 
of our website, and in Manchester and 
Wales we work in partnership with 
the charity Relate to offer relationship 
counselling services. The next section 
of this report covers other general ways 
to improve the lives of those affected. 

Mental health problems 

Difficult events such as receiving 
a cancer diagnosis or treatment 
for cancer will affect most people's 
emotional state. Some will develop 
mental health problems such as 
anxiety or depression. Around a 
third of people diagnosed with 
breast, colorectal or prostate cancer 
or non-Hodgkin's lymphoma five 
years previously say they experience 
anxiety or depression. More than one 
in eight of those diagnosed up to five 
years previously say they experience 
moderate to extreme anxiety or 
depression. Other research shows 
people diagnosed with cancer at least 
two years previously are more likely 
to experience anxiety than people 
who have not had cancer 29 . 

Some psychological consequences 
may be particularly severe, resulting 
in persistent mental health difficulties. 
For example, people living with and 
beyond cancer are considered to 
be at risk for post-traumatic stress 
disorder (PTSD) due to the shock 



and trauma of being diagnosed with 
a life-threatening disease and receiving 
treatment that can be both physically 
and mentally gruelling 30 . 

Some mental health problems 
associated with cancer and its treatment 
can be managed by the patient, for 
example by joining a self-help and 
support group or trying relaxation 
techniques, but more severe problems 
may require professional help. 

Pain 

Pain can persist after the end of 
cancer treatment for many reasons. 
For example, radiotherapy and 
chemotherapy can cause nerve 
damage that leads to neuropathic 
pain 32 , while surgery or radiotherapy 
in the pelvic area can lead to parts 
of the bowel sticking together 33 . 
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'I'm thankful the surgery allowed 
me to live. I try to remember 
that when debilitating pain 
makes me want to die.' 
Man living with prostate 
cancer, five years after 
diagnosis 34 




'I was diagnosed with anal cancer 
in 2007, and had chemotherapy 
and radiotherapy. I felt like I had 
been burnt to a crisp inside and 
out and was in agony for months 
afterwards. Using the lavatory 
became a nightmare. Then I 
was hit with bowel incontinence 
- although it's more controlled 
now, I still suffer from periodic 
bowel incontinence six years 
later. Having changed my own 
children's nappies, it's ironic 
that at 68 I'm now the one 
who needs nappies.' 
Richard, 68, London 



One in three (33%) people who 
have completed treatment intended 
to cure their cancer report some 
degree of pain 35 . Around one in 
five of those diagnosed with breast, 
colorectal or prostate cancer or 
non-Hodgkin's lymphoma up to five 
years previously report moderate 
to extreme pain or discomfort after 
completing treatment 36 . 

Pain can usually be controlled to 
some extent. Healthcare professionals 
can prescribe drug treatment, while 
patients can also try complementary 
therapies such as relaxation techniques 
or acupuncture 37 . 

Urinary and gastrointestinal 
problems 

Having surgery or radiotherapy 
in the pelvic area often leads to 
changes in the way the bowel 
and bladder function. These can 
include loose stools, needing the 
toilet more frequently, feeling the 
need to rush to the toilet (urgency) 
and sometimes incontinence. 

More than one in three men (39%) 
diagnosed with prostate cancer up 
to five years previously report some 
degree of urinary leakage 38 . More 
than a third of women (38%) who 
received radiotherapy to their pelvic 
area report urinary incontinence up 
to 11 years after treatment, and more 
than one in 10 people (12%) who 
received radiotherapy to their pelvic 
area report bowel incontinence 39 . 
More than one in eight (13%) of those 
who had surgery for colorectal cancer 
at least two years previously need to 
wear a protective tissue or pad all or 
most of the time during the day in 
case of bowel incontinence 40 . 



People experiencing these issues 
may be able to manage many of 
the symptoms themselves with the 
right support. For example, guided 
changes to diet and strengthening 
the muscles used for bowel control 
can reduce the severity of many 
gastrointestinal problems. 

Lymphoedema 

Lymphoedema develops when lymph 
nodes or vessels are damaged or 
blocked. Cancer cells can spread into 
lymph nodes from other parts of the 
body, and removing lymph nodes 
as part of diagnosis or treatment 
can interrupt the normal flow of the 
lymphatic system. This leads to a 
build-up of fluid in the affected area. 
Radiotherapy to the lymph nodes can 
cause scar tissue that also blocks the 
flow 41 . The condition is chronic, which 
means it cannot be cured but can be 
managed. As well as causing physical 
difficulties, lymphoedema can also 
increase the risk of infections in the 
affected area. 



'Being diagnosed with breast 
cancer in 2001 completely 
changed my life. After the 
surgery, I had chemotherapy and 
then radiotherapy. I had a lot of 
unpleasant side-effects at the 
time, such as anaemia, hair loss, 
severe fatigue, depression and 
lymphoedema. The lymphoedema 
has led to restricted movement 
in one of my arms, which causes 
me physical difficulties. It's hard 
to find clothes that fit and it's 
difficult to exercise. I also have 
problems raising the arm, which 
then hinders many day-to-day 
activities. The doctors say it may 
never go away and I will just have 
to learn to live with it for the rest 
of my life.' 

Asma, 50, Middlesex 



There are several ways patients can 
help treat lymphoedema themselves, 
including using compression garments 
and techniques to relieve the swelling, 
such as simple lymphatic drainage. 
They will need to make time for 
lymphoedema care in their 
regular routine. 

Other long-term effects 

The above examples are just a sample 
of the troublesome long-term effects 
of cancer and its treatment. Others 
that may arise include hot flushes, 
loss of fertility, swallowing and speech 
problems, body image problems, 
second cancers 42,43 and many more. 



Increased risk of other 
serious conditions 

Certain treatments for cancer 
increase the risk of other serious 
long-term conditions, and symptoms 
may only emerge decades later. For 
example, Herceptin or chemotherapy 
that uses anthracycline drugs can 
increase the risk of heart disease, 
and hormonal treatment can 
increase the risk of osteoporosis. 

Women living with breast cancer 
are almost twice as likely to get 
heart failure as those who have 
not had breast cancer. Men who 
have had prostate cancer are 2.5 
times as likely to get osteoporosis 
compared with those who have 
not had prostate cancer 44 . 

Consequences affecting 
survivors of childhood cancers 

By 2021 there could be more than 
40,000 people who have survived 
at least five years after developing 
cancer as a child 45 . While the number 
of children affected by cancer is much 
smaller than the number of adults, 
treatment in this age group is now often 
highly successful and a high proportion 
will live into middle and old age. The 
NHS will need to support a growing 
population of older people who have 
several long-term consequences after 
their cancer treatment as a child or 
young person, such as heart problems, 
second primary cancers, bone health 
problems, metabolic syndrome, and 
fertility or cognitive issues. 



f 'Problems such as bowel 
I incontinence can stop people 
' going back to work, or even 
just leaving the house to do 
something as basic as going to 
the shops. It can be completely 
immobilising, and very socially 
isolating. Nobody should be left 
to deal with these issues alone.' 
1 Professor Jessica Corner, 
L Chief CI inician, Macmillan 
^Cancer Support ^^^^k 



Wider implications of 
long-term consequences 

The impact of cancer and its treatment 
affects much more than just health and 
wellbeing. The physical and emotional 
effects of cancer and its treatment are 
the two most common reasons why 
employees diagnosed with cancer 
give up work or change jobs. Almost 
half (48%) of those who do so say it's 
because they were not physically able 
to return to the same role, while one 
in three (33%) say they did not feel 
emotionally strong enough 46 . 

Not being able to work as a result 
of cancer can have a significant 
financial impact. 




Macmillan's Cancer's Hidden Price 
Tag report showed that almost one 
in three (30%) people living with 
cancer experience an average loss 
of income of £860 a month. 

# 

In addition, more than one in three 
(37%) spent an average of £70 a 
month on clothing, wigs and other 
head-coverings or other modifications 
as a result of their diagnosis 47 . 

= £100 



The effects of cancer and its 
treatment may also contribute to 
people experiencing isolation. As part 
of research for Macmillan's Not Alone 
campaign, we found that almost nine 
in 10 cancer patients (86%) who lack 
the support of family and friends during 
their treatment and recovery do not ask 
anyone else for support, and of these 
one in eight (12%) say it's because they 
felt too ill or tired to do so. Around half 
of those who lack support have skipped 
meals or not eaten properly because 
they felt too tired or unwell 48 . 

Having to take time off school for 
cancer treatment and recuperation 
can disrupt children and young 
people's education, potentially affecting 
their future prospects. For example, 
there is some evidence that adult 
survivors of childhood cancer are 
more likely to drop out of school 
and to not have a degree than people 
who have not had cancer, and more 
likely to be unemployed 49 . 



12 



Improving the lives of those affected 



The NHS must regard the consequences of cancer and its treatment 
as long-term conditions, many of which can be helped with some basic 
interventions and support for self-management, while more complex 
issues will require specialist services. 




The previous section of this report 
gave some examples of interventions 
for specific long-term consequences. 
Here are just some of the more general 
ways we can improve the lives of those 
experiencing the long-term effects of 
cancer and its treatment. 



Recovery Package 

As part of the National Cancer 
Survivorship Initiative (NCSI), Macmillan 
has worked with the Department of 
Health to develop a 'recovery package' 
for cancer patients in England 50 . 
This comprises four main parts: 

• A Holistic Needs Assessment 
(HNA), to be carried out at or near 
diagnosis, at the end of treatment 
and at any other time the patient's 
needs change. The HNA should use 
a standardised assessment tool and 
result in a written care plan outlining 
the actions to be taken to address 
identified needs. 

• A Treatment Summary, to be 
completed by the patient's hospital 
team using a structured format and 
shared with the patient and their GP. 

• A Cancer Care Review, to be carried 
out by the patient's GP practice 
three months post-diagnosis and to 
include discussion of the potential 
long-term effects of the patient's 
cancer and treatment. 
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• A Health and Wellbeing Clinic, 
to help prepare the patient and 
their carers for supported self 
management. It should cover what 
signs and symptoms they need to 
look out for, what resources are 
available to help them and what to 
do if they are worried, plus advice 
on healthy lifestyles, including 
physical activity, and work and 
financial issues. 

Implementing the Recovery Package 
is currently the most important step 
we can take to improve the lives of 
those affected by the consequences 
of cancer and its treatment. 

Physical activity 

A comprehensive evidence review 
carried out for Macmillan's Move 
More campaign showed that physical 
activity after treatment for cancer 
can reduce some of the effects of 
treatment, including lymphoedema, 
anxiety, depression, fatigue, impaired 
mobility and weight changes. It can 
also reduce the risk of recurrence 
for some cancers 51 . 

The Walking for Health scheme, 
coordinated by Macmillan and 
the Ramblers, offers regular short 
guided walks suitable for people 
living with cancer 52 . 



Specialist services 

While many consequences of cancer 
and its treatment can be self-managed 
by the patient with support from their 
healthcare team, other more complex 
issues require specialist NHS services. 
For example, the national breast 
radiotherapy injury rehabilitation 
service, which Macmillan campaigned 
for in partnership with the Radiotherapy 
Action Group Exposure (RAGE) group, 
supports women who have severe, 
chronic and complex conditions as a 
result of receiving a now-obsolete form 
of radiotherapy for breast cancer in 
the 1970s and 1980s. The service is 
currently available at three NHS trusts 
in England: Royal National Hospital for 
Rheumatic Disease NHS Foundation 
Trust in Bath, The Christie NHS 
Foundation Trust in Manchester and 
Barts Health NHS Trust in London 53 . 

The Royal Marsden NHS Foundation 
Trust in London provides a specialist 
service for patients experiencing bowel, 
digestive or nutritional problems during 
or after cancer treatment. The service 
currently consists of a consultant 
gastroenterologist, a Macmillan nurse 
consultant and a Macmillan specialist 
dietician, and receives approximately 
250 new referrals per year from across 
the UK (see clinical case study on the 
following page) 54 . 



Many NHS hospitals, hospices and 
community services also provide 
specialist lymphoedema services. 



Clinical case study - treating bowel incontinence 
at The Royal Marsden Hospital 



Fiona*, 38, was referred to the gastrointestinal and nutrition service 
at The Royal Marsden Hospital after experiencing serious bowel and 
urinary problems following treatment for cervical cancer, which included 
bowel surgery and pelvic radiotherapy. She had weekly episodes of 
bowel incontinence, severe abdominal pain and regularly soiled herself 
in her sleep, among other symptoms. Her incontinence had financial 
implications as it interfered with her ability to work and she also had 
to spend more on clothing, laundry and incontinence supplies. 

The Royal Marsden team carried out a range of specialist tests and 
investigations, which revealed there were several factors contributing 
to Fiona's symptoms. She had too many bacteria in her small intestine 
- one of the potential side-effects of bowel surgery - and her body was 
not re-absorbing bile acids released during digestion. She also had weak 
muscle tone in her lower abdomen. 

Her treatment included a course of antibiotics for the bacterial 
overgrowth and other drugs for the bile acid malabsorption, as well 
as personalised dietary advice and being shown how to do pelvic floor 
exercises. As her symptoms improved, she was advised to start doing 
gentle exercise to combat the fatigue. 

After five visits to The Royal Marsden, Fiona's symptoms had significantly 
improved. She no longer had any bowel incontinence or pain, and the 
gentle exercise had reduced her fatigue. Her isolation and financial 
worries had reduced as she was able to participate in work and social 
activities, and her mood was much improved. 

*Not her real name A 



'Most patients are well informed 
about the immediate side-effects 
of treatment, but far fewer know 
what could happen once their 
treatment ends. Some of those 
who do experience problems 
will be afraid that if they ask for 
help, they'll face more harsh 
treatment. The good news is 
many of the consequences of 
cancer and its treatment can be 
reduced with simple, safe and 
non-invasive interventions.' 



led ^ 
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committee, British 
Gastroenterology 



Patient information 

More than one in four people living 
with cancer say they would have found 
it helpful to have had more advice 
or information on the physical long- 
term effects of cancer, while around 
one in four said the same for the 
emotional effects 55 . Patients who 
have had pelvic radiotherapy frequently 
report being unaware of possible 
long-term effects to the bowel, bladder 
and sexual function - in one study, 
less than half of patients reported 
receiving both verbal and written 
information on potential long-term 
effects of treatment 56 . 
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'Having endured anal cancer 
treatment, I am still coming to 
terms with after-effects a year 
later. I wish I had read [the 
Macmillan booklet] earlier so that 
I could identify all my symptoms 
as being a direct result of radio/ 
chemo. Most doctors, employers 
and public are unaware of the 
effects on one's life. This book 
made me feel less isolated.' 
Feedback from a cancer 
patient on a Macmillan 
patient information booklet 




Public toilet access schemes 

People living with bowel or urinary 
urgency and incontinence often 
need urgent access to toilets while 
out in public. The National Key 
Scheme (NKS), coordinated by 
Disability Rights UK, offers people 
with a disability independent access 
to selected public toilets across the 
UK. Toilets fitted with NKS locks can 
be found in shopping centres, pubs, 
cafes, department stores, bus and 
train stations and many other location 



Many patients may also be unaware 
that they can get products such as 
incontinence pads and other supplies 
on prescription from their GP, 
potentially reducing or removing the 
financial burden they represent. Thanks 
in part to Macmillan, people diagnosed 
with cancer in England can get all their 
prescriptions for free for at least five 
years after diagnosis. 



The Bladder and Bowel Foundation 
(B&BF) produces a 'Just Can't Wait' 
toilet card that people can show to 
a member of the public or staff in 
places they visit, providing a discreet 
way of asking for access to a toilet. 



Better data collection, coding 
and research 

Exactly which treatments patients 
have received, whether they have 
any consequences of treatment and 
what their needs are - none of this 
important information is consistently 
recorded in patients' medical records. 
Without it, our estimates of the number 
of people affected by the consequences 
of cancer and its treatment cannot 
be confirmed, and healthcare 
professionals and managers cannot 
plan effectively for patients' needs 
either now or in the future. In addition, 
there is a lack of long-term data on 
the consequences of treatment, as 
most drug or radiotherapy machine 
manufacturers will only study what 
happens to patients for a few years 
after treatment ends. We also do not 
know the extent of problems for people 
experiencing multiple consequences 
of cancer and its treatment. 

We must improve what data is 
collected, how it is recorded and 
what research is done on the long- 
term effects of treatment. 
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Conclusion and recommendations 



The long-term consequences of cancer and its treatment affect many 
more people than we first realised. The NHS and service commissioners 
have underestimated this issue for too long. We must take action now 
to improve the lives of those affected and to prepare for the needs of 
the growing number of people surviving cancer. 



As a first step, Macmillan calls 
for the following: 

• Healthcare professionals should 
ensure patients at risk of or 
experiencing long-term effects are 
identified earlier and given the 
right information and support. This 
should include regularly asking 
tailored questions about the patient's 
general health and quality of life 
during and after treatment, and 
GPs ensuring they are familiar with 
possible long-term consequences of 
cancer and its treatment. Healthcare 
professionals must also improve how 
types of treatment and long-term 
consequences are coded in patients' 
medical records, so that we have 
better data on the number of people 
affected by treatment, and which 
specific types of treatment cause 
more long-term effects than others. 



'The better we get at treating 
and curing cancer patients, 
the more people we will have 
living with the long-term effects 
of cancer and its treatment. If 
we do not tackle this issue head 
on, more and more people will 
continue to suffer in silence or, if 
they do speak up, have unhelpful 
consultations with doctors and 
nurses that may add to their 
I distress. This is a poor use of 
I precious NHS resources.' 
k Professor Jane Maher, 
I Chief Medical Officer, 
^ Macmillan Cancer Support 



ort^J 



• Service commissioners (both Too many people pay a heavy 
national and local) should ensure price for surviving cancer. We 
that the NCSI Recovery Package must work together to reduce 
and any required specialist the cost of being cured, 
services are available to healthcare 
professionals and patients. NHS 
England should ensure that the 
pilot Quality of Life of Cancer 
Survivors in England survey is rolled 
out at a national level, and it should 
work with Macmillan to develop 
a process for using the results as 
a driver for service improvement. 

• Patients should recognise that 
they are not alone if they are 
experiencing long-term effects 
following cancer treatment. We 
urge anyone affected by or worried 
about these issues to speak to their 
healthcare team - in many cases 
there will be simple but effective 
steps they can take to make a 
real improvement to their quality of 
life. They can also call the Macmillan 
Support Line. No-one should feel 
that they simply have to put up with 
distressing consequences of 
cancer and its treatment. 

We also need the wider research 
community, including drug and 
radiotherapy machine manufacturers, 
to increase their efforts to study the 
long-term effects of cancer and its 
treatment. Those who work with 
healthcare data should also investigate 
using routinely collected data to better 
identify the patients who could be at 
risk of these problems. Macmillan will 
be leading by example in this regard, 
as improving our understanding of the 
issues facing the population of people 
affected by cancer is one of 
our ongoing research priorities. 



EDre information on how we 
iprove the lives of those 
affected by the consequences of 
cancer and its treatment, please see 
the full Macmillan report, Throwing 
light on the consequences of cancer 
| and its treatment, and the NCSI 
1 report Living with and beyond cancer: 
I taking action to improve outcomes. 
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Cancer is the toughest fight most of us will ever 
face. But you don't have to go through it alone. 
The Macmillan team is with you every step of the way. 



We are the nurses and therapists helping you through 
treatment. The experts on the end of the phone. 
The advisers telling you which benefits you're entitled 
to. The volunteers giving you a hand with the everyday 
things. The campaigners improving cancer care. 
The fundraisers who make it all possible. 

Together, we are Macmillan Cancer Support. 
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